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Review question/objective 
The objective of this review is to identify and synthesize the best international qualitative evidence on healthcare 
users’ experiences of communication with healthcare professionals about children who have life-limiting 
conditions. For the purposes of this review, “healthcare users” will be taken to include children who have 
life-limiting conditions and their families. The question to be addressed is: 
What are healthcare users’ experiences of communicating with healthcare professionals about 
children who have life-limiting conditions? 
Background 
The prospect of the death of a child from an incurable medical condition is harrowing, yet finding a way to discuss 
this prospect is crucial to maximize the quality of life for such children and their families. High-quality 
communication is well recognized as a core skill health care professionals need to maximize the quality of care 
they provide.
1-15
 This skill is valued by service users, who consistently rate it as one of the highest priorities for the 
care they receive.
5-8,15
 Evidence suggests, however, that healthcare professionals can feel ill-equipped or 
uncomfortable communicating with and about such children.
11,16-18
 Therefore, it is important to understand what 
represents high-quality communication and what is involved in accomplishing this within pediatric palliative care. 
In recent decades there has been an increased focus on providing palliative care for children who have 
life-limiting conditions.
9,15,19-23
 These are conditions for which no cure is available and for which the probable 
outcome is premature death.
24
 Palliative care may also be appropriate for children who have life-threatening 
conditions; these are conditions where there is not only a high probability of premature death but also a chance of 
  
long-term survival into adulthood.
24
 Although pediatric palliative care is underpinned by the same philosophy as 
adult palliative care,
9,24
 children who have life-limiting conditions and their families have particular needs that 
distinguish them from users of adult palliative care.
15
 For example, at a physical level children are more likely than 
adults to have non-malignant conditions that follow trajectories in which children oscillate between feeling 
relatively well and acutely unwell.
9,15,25
 The social dynamic of their care is also radically different, particularly given 
the role of parents or guardians in making surrogate decisions about their child’s care.
15,26-29
 Such factors warrant 
considering pediatric palliative care as distinct from palliative care more generally.  
Although the particular circumstances of children who have life-limiting conditions have led to development of 
pediatric palliative care, the particular provisions of this care differs among countries.
30
 One aspect of variation is 
the age range of patients. Pediatric palliative care is usually provided to neonates, infants, children, adolescents, 
and young adults, but international variations in the definitions of these age ranges, particularly for adolescents 
and young adults, means pediatric palliative care is provided to different age groups in different countries.
31
 This 
review therefore adopts a pragmatic rather than an age-based definition of a pediatric palliative care, considering 
all studies relating to service users who are being cared for by pediatric rather than adult healthcare services. 
In catering for the unique needs of children who have life-limiting conditions and their families, pediatric palliative 
care aims to achieve pain and symptom management, enhanced dignity and quality of life, and psychosocial and 
spiritual care. It also seeks to incorporate care for patients’ broader families and facilitating access to appropriate 
services and support.
32
 High-quality communication is crucial for achieving these aims. It enables healthcare 
users and providers to make decisions that underpin the care that is provided and the quality of the life that is 
possible for patients and their families.  
Although both users and providers recognize the value of high-quality communication with and about children 
who have life-limiting conditions,
2-12,15
 this does not mean that these stakeholders necessarily share the same 
perspective of what constitutes high-quality communication and the best way of accomplishing this.
12,22,29,33,34
  
Focusing on healthcare users’ experiences of communication with healthcare professionals about children who 
have life-limiting conditions, the present review will explore the subjective impact of professionals’ communication 
on the people for whom they provide care.  
It may be necessary to consider a range of contextual factors to understand healthcare users’ experiences of 
communicating with healthcare professionals about children who have life-limiting conditions. For instance, age, 
developmental stage, cognitive capacity, emotional and social strengths, and family dynamics can influence a 
child’s level of involvement in discussions about their condition and care.
13,28,29,35
 Although there are factors that 
appear more consistent across the range of pediatric palliative care users, such as parents’ preferences for being 
treated by healthcare professionals as partners in making decisions about the care of their child, there is not 
always such consistency.
29
 Nor is it clear whether such findings can be generalized across different cultural 
contexts.
13,36
 In appraising existing research, this systematic review will therefore consider the relationship 
between the context of individual studies and their reported findings.  
The primary aim of this review is to identify, appraise and synthesize existing qualitative evidence of healthcare 
users’ experiences of communicating with healthcare professionals about children who have life-limiting 
conditions. The review will consider relevant details of these findings, particularly whether factors like age are 
relevant for understanding particular experiences of communication. An outcome of this review will be the 
identification of best available qualitative evidence that can be used to inform professional practice, as well as an 
identification of priorities for future research in pediatric palliative care.  
A preliminary search in MEDLINE and CINAHL found primary studies exploring healthcare users’ experiences of 
aspects of communicating with healthcare professionals about children who have life-limiting conditions. A search 
was also conducted for existing systematic reviews in PubMed, CINAHL, EMBASE, PsycINFO, the Cochrane 
Database of Systematic Reviews, the JBI Database of Systematic Reviews and Implementation Reports, and 
PROSPERO. No systematic reviews on this topic were found.  
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Inclusion criteria 
Types of participants 
This review will consider all qualitative studies that focus on users of healthcare services for children who have 
life-limiting conditions. These users are anticipated to include children who have a life-limiting condition and their 
family members. In instances where children are not under the legal care of one or both parents, service users 
may also include other types of legal guardians.  
Phenomena of interest 
This review will consider experiences of communicating with healthcare professionals about children who have 
life-limiting conditions.  
Context 
This review will consider studies relating to communication with healthcare professionals about children who have 
a life-limiting condition, irrespective of whether the healthcare service is based in a hospital, hospice, or 
community setting. There is no restriction on the country in which a study was conducted. 
Types of studies 
This review will consider studies that focus on qualitative data including, but not limited to, designs such as 
phenomenology, grounded theory, and ethnography. Qualitative components of mixed-methods studies also will 
be included in the review. 
Search strategy 
The search strategy is to find both published and unpublished studies. A three-step search strategy will be utilized 
in this review. An initial limited search of MEDLINE (PubMed) and CINAHL will be undertaken followed by an 
analysis of the text words contained in the title and abstract, and of the index terms used to describe article. A 
second search using all identified keywords and index terms will be undertaken across all included databases. 
Third, the reference list of all identified reports and articles will be searched for additional studies. Studies 
published in English will be considered for inclusion in this review. All studies published before the 
commencement date of the review will be considered. Reflecting the emergence of pediatric palliative care as a 
subspecialty within the past 25 years,
23
 the search will be restricted to published and unpublished studies that 
have appeared after 1990.  
The databases to be searched include: 
CINAHL 
Embase 
ScienceDirect 
MEDLINE (PubMed) 
  
PsycINFO 
Scopus 
Sociological Abstracts 
Web of Science. 
 
The search for unpublished studies will include: 
British Library 
Clinical Trails.gov 
Conference Proceedings 
Institute for Health & Social Care Research (IHSCR) 
National Library of Australia 
National Information Center on Health Services Research and Health Care Technology 
NIH REPORT 
New York Academy of Medicine Grey Literature Report 
Open Grey 
ProQuest. 
 
Initial keywords to be used will be: 
“Communicat*” or “interpersonal relation*” or “social interaction” or “decision making” or “professional-patient 
relations” and “pe*diatric” or “neonat*” or “newborn” or “infan*” or “child*” or “adolescen*” or “youth” or “juvenile” or  
“young adult*” and “palliative care” or “supportive care” or “end of life care” or “hospice*” or “terminal care” and 
“qualitative” or “action research” or “content analysis” or “conversation* analy*” or “discourse analy*” or 
“discursive analy*” or “discursive psycholog*” or “ethnograp*” or “ethnomethodolog*” or “symbolic interaction*” or 
“grounded theor*” or “hermeneutic*” or “narrative*” or “phenomenol*” or “thematic analysis” or “mixed-method*”  
 
The reference lists of identified studies and review papers will also be scanned for additional references.  
Assessment of methodological quality 
Papers selected for retrieval will be assessed by two independent reviewers for methodological validity prior to 
inclusion in the review using standardized critical appraisal instruments from the Joanna Briggs Institute 
Qualitative Assessment and Review Instrument (JBI-QARI) (Appendix I). Any disagreements that arise between 
the reviewers will be resolved through discussion, or with a third reviewer. 
Data collection 
Data will be extracted from papers included in the review using the standardized data extraction tool from 
JBI-QARI (Appendix II). The data extracted will include specific details about the phenomena of interest, 
populations, study methods, and outcomes of significance to the review question and specific objectives. 
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Data synthesis 
Qualitative research findings will, where possible, be pooled using JBI-QARI. This will involve the aggregation or 
synthesis of findings to generate a set of statements that represent that aggregation, through assembling the 
findings rated according to their quality, and categorizing these findings on the basis of similarity in meaning. 
These categories will then be subjected to a meta-synthesis in order to produce a single comprehensive set of 
synthesized findings that can be used as a basis for evidence-based practice. Where textual pooling is not 
possible the findings will be presented in narrative form. 
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